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Foreword

To me issues around short break supports raise many of the issues and dilemmas at the heart of the Valuing People vision. The authors of this report note that different names are used to describe similar services. The traditional term of course is respite and for me this reminds us of where these services came from and to some extent how far they still have to go. I wrote a report about short break services in London in 1986 and at that time the services most used were in large hostels and hospitals. Maureen Oswin wrote a heartbreaking report called ‘They Keep Going Away’ about ‘respite’ services for children in institutions where desperate families let their kids go to places that provided loveless dreadful ‘care’. 

It is time to move on from the term that means ‘relief from a burden’ and it is time also to move away from services that reflect this. Families with a member with a learning disability like all other families clearly need to have time to be apart and to have opportunities for leisure and relationships. The dilemma posed in this report ‘who are the services for’ should cease to be a dilemma by the building of supports that are designed around and by people based on a model of breaks not placements. We should use the opportunity of Valuing People to re-invigorate the move away from institutional services that simply exist and fit people in, towards person centred supports that really do offer choice and control. As service commissioners and providers how can we carry on offering options we would never countenance for our own families when we now have plenty of examples of better ways, like some of those described in this report? 

The services described in this report show that there are many people working to expand choice and flexibility of services and supports but that they have met barriers which have kept progress sometimes frustratingly slow. Of course one way that people with learning disabilities and families could push this change themselves is by increasingly opting for the use of direct payments for short breaks. I suspect that as more people catch on to this the pace of change will speed up. Families who have been nervous to consider non-traditional options will see others doing so and service providers will see their business disappear if they carry on offering services they would not use themselves. 

I applaud the people who have taken part in this network and shared their hard work and painstaking efforts to bring change about. Families, people with learning disabilities, service commissioners and providers must now decide it really is time for a change.

Martin Routledge
Valuing People Support Team 
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Background

The Short Term Support Network was established in 1997.  The original idea was to provide a forum for specialist services providing short breaks (respite care) in the north west region where staff, families and service users could come together to share ideas and discuss common problems as these services tend to be isolated within their own districts.

This began with a significant number of people responding to a questionnaire sent out by Martin Routledge from the North West Training and Development Team.  The responses formed the introductory report distributed in February 1997 for the new North West Short Term Support Network. The first workshop/conference followed quickly in June 1997 and this focussed on issues of transition in short-term support.

Encouraged by the amount of interest shown, the second event was organised for 7th November 1997 and was an opportunity to explore a range of practical alternatives to traditional buildings based short breaks services.  This workshop was written up in the second newsletter distributed in February 1998.

After this initial wave of enthusiasm there was a bit of a lull in activities.  A survey of Network members was carried out in April 1999 followed by the next event on 

12th October 1999.  There were two presentations given at this event, ‘Access to services for people from South Asian Communities,’ and ‘Improving services in partnership with people with learning disabilities and families.’
During 2000 two consultation days were planned for 16th and 17th November.  The first day was to consult with service users and the second day with family members.

Following the publication of the White Paper, Valuing People in March 2001 the Short Term Support Network decided to promote the development of a partnership approach across Districts to enable learning between various providers of short-term support and sharing with others by making the information available through publication.  This was to be achieved by teams from different districts visiting each other to see other services in practice over a period of six months.

To give a focus to the visits an agenda was provided to those participating in the exercise.  This was based on issues identified as relevant to short-term support in the White Paper, Valuing People:

· Describe service provision.

· Health issues.

· Transition.

· Choice and Control.

· Supporting Carers.

· Quality.

· Other issues/Future Developments/Recommendations.

From the point of view of short-term support services the White Paper was disappointing as it only contains two brief direct references to this kind of provision.  There is a fleeting reference in Chapter 5;

5.2  Carers face many problems and challenges.  They Need:

· More and better information;

· Better assessment of their own needs;

· Improved access to support services such as day services and short break services (respite care) particularly for those with more severe disabilities.

In Chapter 7, sections 7.37 – 7.39 there is reference made to the need for services to assist people who have a learning disability to take part in ordinary leisure activities and sustain relationships.

This project was commenced with a planning day on 21 June 2001 with an interim meeting to monitor progress on 3rd October 2001 and a final feedback meeting on 19th December 2001.

The original plan was to try to encourage services from six districts to participate in the exercise of visiting each other to see what they could learn from each other.  The overwhelming response from service providers in the north west led to the setting up of three groups, one comprising of services from six districts and two groups of services from four districts.  Therefore, a total of 14 services from different districts took part in the exercise.

The following report contains the notes from eight of those services that have given their permission for their information to be included.  This provides a snapshot of short-term support services in the aftermath of the publication of the White Paper, Valuing People and how they describe themselves in their own words in relation to the key issues identified in the White Paper.  There has been no attempt to change terminology used by the different services.  Where contributors have referred to short-term support, short breaks, respite care, service users or guests these have been left unaltered.

There is no intention to comment on which services have developed better responses than others, only to present the information as a description of how services given the same starting point of providing short breaks/short-term support/respite care have developed in different ways because of differing local circumstances, including source of funding, resources inherited from previous development, priority given to this type of service and ethnic diversity of the local population.

It is fascinating to read the different interpretations of the issues by the different services, giving rise to different responses.  It is also possible to identify issues that are exactly the same from area to area, regardless of the diverse conditions that are the backdrop to their work.  Whether you agree with the responses or not, it is hoped that this document will be useful in providing ideas that you may never have thought of within your own approaches.  This may give you the opportunity to explore those ideas and develop in your own ways depending on the circumstances of your service and for the benefit of the people that you serve.

Service Provision & Current Service Provided

These are descriptions of the services that participated in the project to learn from visiting each other.  The descriptions are a reflection of how the services see themselves and describe the services they provide in their own words.

1.  Health and Social Services (Rochdale)

A building based respite service providing overnight breaks.  The Health Authority provision is a 4.5 bed unit and the Social Services provision is a 3-bedded bungalow.  Both buildings are open 364 nights per year.  In addition, there is also an Adult Placement Scheme providing 28 nights per year to permanent users and discretionary nights to community users.

The levels of respite provided to service users is calculated by using their unique ‘respite matrix system.’  Eligibility for respite is dependent on moderate to severe learning disability.

They have 130 service users in total.  These consist of 33 who use the 3-bedded bungalow, 45 who use the Health Authority unit, 14 users of the Adult Placement community service and 32 users of permanent Adult Placement service.  In addition, 6 people are funded to use miscellaneous private residential or nursing homes.

Allocations of nights for respite are organised through a central respite co-ordinator.  Bookings are taken on a yearly basis, however ad hoc arrangements can also be made.  All services are subject to charging and charges are determined by level of DLA received by the service user.  The number of nights allocated to service users to be used for short breaks ranges from 17 – 41.

2.  Social Services (Manchester)

A traditional bed based respite service in properties across the city used by approximately 170 service users.  

They provide leisure activities, which are offered to people who receive buildings based short-term support.  This service also provides day support in their properties on request from families who do not require an overnight stay for their relative or need the day support on an emergency basis.  

This service is an in house provider and is perceived as cost effective.

3.  Social Services (Oldham)

This service provides short-term support in various establishments, home support and a leisure service.  The leisure service is offered to people who receive building based short-term support.

The home support service is a provision for individuals who do not want to access traditional respite care within a building base.  This service currently supports 5 individuals with various needs.

4.  Social Services (Fylde & Wyre)

The service is provided in two buildings.

The first is a bungalow situated in a residential area.  It has 5 bedrooms, 4 are used for planned short-term care and one for emergencies.  Four of the bedrooms are downstairs and one is a dormer bedroom.  One of the downstairs rooms is specially designed for people with complex needs.

The second building is two semi-detached houses knocked through into one and is also situated in a residential area.  This building also provides four beds for planned short-term stays and one for emergencies.  As with the first building, one downstairs bedroom is specially designed to meet the needs of people with more complex needs.

The service currently provides traditional short-term care to 100 individual users who receive allocations of between 28 – 42 nights for short-term stays.

In addition, this service has developed a range of complementary services available through a multi voucher scheme:

· Drop-in support

· Home support

· Short break/holidays

· Outreach

· Leisure link support

This service has been able to deliver more complex care to people with challenging behaviour and autistic spectrum disorders.

5.  Health Services (Rossendale)

This service has a large bungalow within a residential setting, which consists of 4 beds for planned short stays and one for emergencies.  These are provided in 2 twin rooms and one single room.  A waking night staff service is available for 9 weeks per year and staff sleep in at other times.

They provide respite for adults with learning disability and/or physical disability.  They have set a maximum number of 50 people to use the service in any one year.  The frequency of respite allocated is according to client/carer need, taking into account other services used.

This service is provided for people who have a definite health need and/or need specialist input to maintain their health and is offered to unpaid carers only, except in special circumstances when health needs are paramount.

This service offers individualised care, including for people from ethnic minorities.

6.  Independent Provider (Salford and Oldham)

At present this service provides community support in four Metropolitan Borough Council areas.  The level of support provided is small in two of the areas but in one this organisation supports 20 people and in another 75 people with a learning disability.

Support varies to meet the needs of each person and their own circumstances.  For some people it may be two or three hours per week.  This time may be used in acquiring new skills or to become confident using an integrated setting.  For others, it may be daily contact or even a live-in service at times of crisis or illness.

There are also some holidays each year for groups of friends or maybe for one person.  A small number of staff are also approved to provide Adult Placement for emergency situations for individuals supported by the service.

7.  Independent Provider (Stockport 1)

This service offers short breaks to adults who have a learning disability, the majority of whom live in the Metropolitan Borough where the service is based.

The services provided are two properties that are run as guesthouses, 32 Adult Placement carers offering short stays and daytime support, holidays and community support.

The first property is a dormer bungalow.  It can cater for up to 4 guests.  Three bedrooms are on the ground floor and one guest bedroom upstairs.  The aim at his property is to provide a calm, relaxed environment and is used by 30 service users.  The second property can accommodate up to 5 guests in 4 bedrooms upstairs and one on the ground floor.  This service provides livelier, noisier activities and is used by over 60 service users.

The holidays provided have been in this country and abroad and vary from weekends away to two weeks.  Holidays have also been organised by exchanging properties with other short breaks services.

Individual allocations of nights to be used for short stays are decided through annual assessments by social workers.  Allocations vary from 1 – 90 nights.

I8.  Independent Provider (Stockport 2)

This short breaks service is an information/resource point for carers wishing to access respite provision outside of ‘traditional’ respite facilities.  This service provides a database of information regarding short breaks.  This information is made available on the organisation’s web site.

This service has another project called ‘Moving on.’  This provides a 12 weeks programme for people with physical disabilities and is service user led in terms of activities undertaken and times the service operates.

Health Issues

The White Paper, Valuing People, expresses concern about the general health care available to people who have a learning disability and the capability of general health services to meet their needs.  Therefore there continues to be an over reliance on specialist learning disability services.

Key actions identified to improve health for people who have a learning disability include:

· Health facilitators identified for people with learning disabilities by Spring 2003.

· All people with a learning disability to be registered with a G.P. by June 2004 and identified within the G.P. practice.

· All people with a learning disability to have a Health Action Plan by June 2005.

· NHS to ensure that all mainstream hospital services are accessible to people with learning disabilities.

It is clear that providers of support in social care settings for people who have a learning disability are viewed as having a responsibility for ensuring that an individual’s general health needs are met by developing links with health professionals, promoting family and staff competence in basic health issues and implementing health promotion initiatives.

The following notes are how the short-term support services involved in the project described their perception of the health issues concerning their services.

1.  Health and Social Services (Rochdale)

Health Trust services and private Nursing Homes currently provide any specific health needs for service users.  Individual care plans are designed to ensure that all health needs are identified and met whilst an individual is staying in respite services.

This service is currently attempting to introduce:

· A sickness policy in order to ensure that there is minimum risk of infection within the respite providers’ units.

· Risk assessments to deal with situations when individuals become ill whilst in respite and whose parents/carers are on holiday and cannot be contacted.

Future

They will continue to look at specific nursing care needs in the future as studies show that there is an increasing number of individuals with profound and complex needs coming in to adult services who will need specialised care plans.

This service is committed to working with care managers and community team members to ensure that care packages meet individual needs.  In particular, they wish to establish a policy for staff to be able to respond in the event of a death of someone whilst staying in respite services.

2.  Social Services (Manchester)

This service provides a range of services to individuals with physical complex care needs.  They link with other care professionals – physiotherapists, district nurses, community dietician, speech therapists – to ensure that individuals get the supports that they need.

Future

This service has plans to open a new property that will provide a service for people with physical disabilities.  This will provide more beds for people to use, including another adapted specialised bed.  These increased facilities will allow this service to provide support to people with higher needs than those they support now.  To achieve this they also recognise that they will need more training on the higher needs of some people, including peg tube feeding.

3.  Social Services (Oldham)

This service provides a range of services for individuals with complex care needs.  Within the Learning Disability Service they can access support, advice and training from various health professionals.   As they are part of a multi-disciplinary team they see it as an advantage that they can have direct contact with named people, particularly in times of crisis or difficulties for individuals.  This allows the service to continually adapt to meet the needs of individuals.

Future

The short-term support service will continue to develop leisure links, outreach services and home support to meet the needs of individuals, no matter how complex their needs.

4.  Social Services (Fylde & Wyre)

Over the past two years this service has been working closely with the parents and carers of the people using the service.  Through consultation there has emerged a picture of several health issues:

· Emergency dental care.

· Mental health.

· Alzheimer’s syndrome.

· Dementia.

· Emergency treatment for people with challenging behaviour.

· Support for carers to attend out patient clinics and other appointments.

· Support for service users while an in-patient in hospital and at other stressful times.

Future

There have been discussions between members of the Learning Disability Partnership Board and the Health Authority regarding the introduction of individual health profiles.

For each individual the profile will contain medical history and current health issues.  The idea is that this profile will be used like a personal diary and will accompany each person everywhere they go.  An initial pilot project to implement this with people accommodated in supported living services has been successful.  They are now working on introducing this for people living within their family or supported by private sector providers.

5.  Health Service (Rossendale)

This service currently promotes health issues by:

· Taking a holistic viewpoint.

· Adhering to their own policies on nutrition.

· Providing healthy leisure activities, e.g. swimming, walking, dancing, and bowling.

· Providing staff training on clinical procedures.

· Writing evidence based care plans according to individual needs.

· Referring to other agencies – G.P., Dietician, Physiotherapy, Speech and Language Therapy, Chiropody, Psychology, District Nurse and Tissue Viability.

Future

This service is hoping to have involvement in a Respite Task Group that will have a remit to develop services in line with the White Paper, Valuing People.

Some ideas for development have been identified already:

· Using management techniques of Benchmarking own service against other services that are recognised as being good in their field.

· Developing consultation groups for carers and service users.

· Developing better links with GPs and Health Centres.

6.  Independent Provider (Salford and Oldham)

This service has found that the ability to support people to access appropriate health care has proved especially pertinent when individuals live alone and have limited support from other people.  Support staff may act as advocates, if needed, to ensure people have an opportunity to access health care.  

In addition, this organisation has employed a ‘Health Adviser’ who is an experienced nurse.  This person has been valuable in helping staff acquire knowledge and skills, as well as her direct intervention where necessary, e.g. to gain further information, understand diagnosis and explain treatments.

Future

This service plans to provide further training for staff in order to build their confidence to support people who are not getting equal access to health care.

They also plan to use their membership of Joint Investment Plan (JIP) Group and Learning Disability Partnership Board to continue to highlight the need for further improvement in all services in their area.

They have identified the need to address the issue that people may not be accepted for a residential short break if unwell and/or taking anti-biotic medication.  There are a number of issues that arise out of this type of situation, including the risks to other service users and staff and the rights of individuals affected and their carers.

7.  Independent Provider (Stockport 1)

This service is experiencing an increase in referrals to provide a support for people who have more complex health needs.  Staff receive training and information from each person’s Community Nurse and Social Worker.  This helps to put guidelines in place for staff to meet the needs of service users.

This service receives good support from G.P.s and Health Centre staff who are local to the two properties providing short breaks.  They will visit individuals who are unwell while staying and their own G.P. is too far away.

Future

This service is planning to continue developing and improving collaboration with individual Community Nurses and Social Workers.  They also need to ensure that District Nurses visit to continue treatments people are receiving.

This service also needs to consider having a policy for how to respond if people are unwell when they arrive for a short break or become ill while staying.

8.  Independent Provider (Stockport 2)

This service did not identify any health issues.

Summary

All of the services who took part in the project have acknowledged their responsibility for ensuring health needs are met and developing links with health care professionals.  In addition, it is encouraging that they have all also expressed a commitment to provide services regardless of how complex the needs of each person wishing to access the services.

All of the services express concern about knowing how to respond if someone arrives ill or becomes ill while staying as a guest of their short break service.  The dilemma is caused by trying to balance the needs of the person and their family to have a break with the need to protect the health of other guests and staff within the service.

Four of the services, (2, 5, 6 and 7), have made explicit mention of their approach to staff training in meeting health needs.  Service 6 in particular have taken the step of employing a nurse as a ‘health adviser.’  This person could be seen as acting as a ‘health facilitator’ as described in the White Paper.

Only one of the services, (number 5), makes specific mention of trying to promote health promotion initiatives by implementing nutrition policies and providing healthy leisure activities.

None of the services have made reference to working toward Health Action Plans as required by June 2005 in the White Paper, Valuing People.  The nearest to this is service 4 who state that they are introducing ‘health profiles.’  However, as stated above, all of the services have described their links with health care professionals and it should not be beyond any of them to use these positive links to contribute to the development of Health Action Plans.

Transition

The White Paper confirms the perception of many that disabled young people and their families often find the transition to adult life both stressful and difficult.  This is often made worse by the lack of co-ordination between the relevant agencies, which does not ensure continuity for health and social care arrangements for each individual.

The following notes describe how these short-term support services see the role of their services in transition from childhood to adult life.

1.  Health and Social Services (Rochdale)

The services in this area have a Transition Worker who works in conjunction with the Respite Co-ordinator to identify all those individuals who will be moving from children’s services to adult services and will require respite in the following financial year.

These individuals are scored using the unique ‘respite matrix system’ and receive a pro rata allocation, depending on when they expect to start using adult services in the following financial year.  This is usually on leaving school.  This approach makes it possible for the family to book holidays in advance, prior to becoming eligible to use adult services.

The Respite Co-ordinator has a transition checklist which is aimed at ensuring individuals are made aware of all the necessary aspects of respite services.  Individuals are currently advised by professionals about which service will suit their needs best.

Future

This service is planning to produce a booklet on respite issues to answer the most frequently asked questions.

They are also planning to have a system to identify demand for respite for up to five years in advance.

2.  Social Services (Manchester)

Care Managers and other professionals refer service users to this service.  The service then assesses each person’s needs in order to be able to decide whether or not they can provide a short breaks service.  If they decide that they can provide a service, the next stage will be to arrange a visit for the person and their family to an identified property.

If the service user is still at school staff from the respite service will liase with the school to collate any extra information that is relevant to provide a quality service.

This service has a video about their short-term support services that people can borrow to watch in order to find out more about their services.  They also currently provide a leaflet about their services.

Future

This service is hoping to provide information at open days in schools.  The aim of this will be to provide information about their services to as many families as possible so that there is a better transition from children’s to adult services.

They also plan to provide an information pack for families rather than just a leaflet.

3.  Social Services (Oldham)

The transition process is initiated by a referral from a Social Worker or Care Manager.  This can be done at any point during the year, as there is no set time to do this.  

Staff from the short-term support service will visit the person and their family at home with the Social Worker.  One purpose of the visit will be to establish the needs and wants of the service user, looking at what services would need to be provided from the range available – home support, building based, outreach and leisure.

Future

This service would like to establish links with children’s services two years prior to an individual needing to access adult services.  This would facilitate adult services having a better chance of being fully prepared for when the person becomes 18.

The aim of this service is to make the transition more person centred for individuals and their families.

4.  Social Services (Fylde & Wyre)

At present, there are no formal mechanisms in place in this area to facilitate the transition from children’s services to adult services.  They have identified the need for a ‘Co-ordinator’s post’ but funding has not been agreed, although they have agreed that this post will be jointly funded by Health and Social Services.  There is also discussion taking place on whether the Co-ordinator will be based with children’s services or adult services.

Future

The first priority is to implement the Co-ordinator’s post.  They would also like to review their current practices for transition, which include a meeting every six months to discuss all people that have been identified as coming through the process.

They have also identified the need to:

· Agree formal stages and procedures of transition.

· Publish information for service users and their families on the transition process.

5.  Health Service (Rossendale)

The current practice in this area is to carry out Joint Assessment by involving service users, carers/families, schools, other respite services, other disciplines and a transition worker.  The aim is to have a flexible approach according to need.

Future

This service would like to see integration of staff between children’s and adult respite services, facilitating stability and continuity of care for the people using the services.

6.  Independent Provider (Salford and Oldham)

Support is currently provided to some young people in transition.  It is focussed on providing opportunities to use more inclusive settings and building natural supports rather than people having only the option of using segregated services.

This organisation provides a young adult service that is an alternative to ‘playgroups’ and opens doors to choice and control for those young people.

Future

As well as continuing and developing the work described above this service also plans to make more links with Employment Services that are also managed by this Independent Provider and have become well established over the past year.

7.  Independent Provider (Stockport 1)

This service is not becoming involved with individuals until their need for a short breaks service is imminent.  They receive some information entitled ‘School Leaver’s Assessment’ but feel that this is inadequate on its own.  However, they go through this as a way of introducing themselves to some people.

They have more input with some individuals who use short breaks for children and young people provided by the same organisation but this is still not felt to be enough.

Future

Obviously need to begin to get to know individuals a lot earlier than they do now.

8.  Independent Provider (Stockport 2)

The service provided is currently aimed at those aged from 18 –65 years old.  They are currently involved in debate about meeting needs of people over the age of 65 years old due to the limited services available to those in this age range.  This introduces issues of transition at a different stage in life.

Summary

All of the services involved agree with the challenge identified in the White Paper and have recognised the need to improve co-ordination between services to facilitate the move from children’s services to adult provision.  

They also recognise that much improvement is needed in ensuring continuity in the services people receive when moving from children’s to adult services.  Service 5 are considering what appears to be the unique idea of integrating staff providing short breaks for children and adults in an attempt to address the issue of continuity.

The general approach seems to be for the adult services to get involved in the year before the anticipated move from children’s services although there is some variation just among these eight services.  This ranges from Service 1 planning to extend the planning stage to five years to Service 7 who complain of only receiving information from social workers when the need for the adult service becomes imminent and Service 4 who admit that they have no formal mechanisms to aid transition from children’s services.

Service 2 are the only ones to specify their efforts to link with schools and provide information through an information pack, video and open days in schools.

Choice and Control

The problems and challenges identified by the Government in the White Paper, Valuing People in terms of choice and control for people who have a learning disability include:

Services have been too slow to recognise that people with learning disabilities have rights like other citizens.

· Provision of advocacy services is patchy.

· People with learning disabilities have little involvement in decision-making.

· Few people with learning disabilities receive direct payments.

· People with learning disabilities and their families are not central to the planning process.

· Not enough effort is made to communicate with people with learning disabilities in accessible ways.

One of the key actions for the Government to achieve greater choice and control is to extend the use of Direct Payments.  One of the examples of this quoted in the White Paper is of a young man living with his parents who uses a direct payment to employ a support worker from an agency for short breaks.  Breaks can be a few hours in the evening and weekends or longer.  He chooses how to spend his time with the support worker and his mother has a break.

The following are descriptions of how these short-term support services see their role in choice and control for the people they serve.

1.  Health and Social Services (Rochdale)

There is minimal choice of provider for service users and their families as individuals are steered towards the respite placement thought to be most suitable by the professionals involved.

Individuals and their families are asked to identify three priority dates and the service aims to meet at least one of these.  In most cases the majority of dates can be accommodated.

Once staying in the respite services an individual has more choice and control and is given the opportunity to take part in activities they have requested.  This is monitored through an individual ‘respite information profile.’

Future

To develop more choice and control for service users this service would like to get more involved in:

· Use of Direct Payments and Voucher Schemes.

· Offering non-residential respite services.

· Establishing single sex respite provision for Asian females.

2.  Social Services (Manchester)

Individual service users choose:

· Activities to participate in whilst staying with respite service.

· Particular dates to stay, including birthdays.

· Which room to stay in.

· What to eat while staying.

Future

This service would like to explore possibilities of offering different services other than buildings based respite services.

They would also like to develop ways of consulting more with individuals about the service they receive and being able to respond to the feedback.

3.  Social Services (Oldham)

This short-term support service’s aims and objectives are to use individual profiles from their files to generate person centred plans for spending their times as guests of the service.

The short-term support service can assist an individual to access an advocacy service.  They have one person who uses Direct Payment to access their services.

Future

This service would like to see more people using:

· Advocacy services.

· Direct Payments.

· Person Centred Plans.

4.  Social Services (Fylde and Wyre)

All service users are able to use any service within the district, depending on their individual needs.  All people who newly referred to the service are able to visit all locations prior to accepting a service.

A full information booklet is available and covers areas such as background information and how to access the service, standards, expectations, how to complain, cost, other services and booking arrangements.

Over 80% of service users use the voucher system to access a range of services.

Future

The Local Authority is committed to the implementation of Direct Payments being used by a higher percentage of service users.

They also aim to develop:

· Planning with elderly carers.

· Non-buildings based services.

5.  Health Service (Rossendale)

This service considers preferences of service users in the following ways:

· Compatibility with other service users when booking dates, including friendships and siblings.

· Cultural and religious needs.

· Daily living activities, including time of rising and going to bed.

· Dietary needs and preferences.

· Leisure activities.

Future

This service is planning to identify local community needs and develop responses with the assistance of task groups set up by the Learning Disability Partnership Board.

6.  Independent Provider (Salford and Oldham)

This service acknowledges that this is a difficult area.  Care plans provided by purchasing officers may give more choice and control to carers rather than direct service users.  This service tries to find a balance and, if necessary ask for a review of the care plan.  

They have found that having staff from the same ethnic background as the service user has proved positive, especially in providing an appropriate service to meet an individual’s cultural needs.

Future

This service is hopeful that more person centred planning should help to ensure that individuals are ‘listened’ to and have choice and control.

They see that Direct Payments are beginning to happen for some people and it is already clear that this will put choice and control more directly in the hands of the individual and/or their family.

7.  Independent Provider (Stockport)

This service offers the range of services it provides, (buildings based, adult placement, holidays), as a ‘menu.’  This means that people can choose to stay at the property they prefer, book on a holiday or stay with a family at different times without referring back to the purchaser who referred them to the service and arranged an allocation of nights to be used for short stays.

This service also sees it as important to offer choices relating activities that individuals want to participate in when they stay with the service.

There is a continuing dilemma about who really chooses, the individual service user or the family.

Future

Staff from this service have identified that they need to do further work to redress the balance of power between individuals and their family.  This includes how they respond when there is conflict between preferences of service users and requests of family members.

They are looking for ways of involving service users more when planning holidays for the year ahead.  This has begun slowly by sending a questionnaire to service users asking for their preferences in types of holidays.

This service would like to be able respond more in relation to issues of personal relationships and sexuality.  They have included some questions in their service user feedback form on the service.

There is also a hope that Direct Payments will give more choice and control to service users.

8.  Independent Provider (Stockport 2)

The current format of service provision seems to achieve choice and control for the 12 weeks period that the service is provided.  However, beyond this point carers and service users are left with a feeling of  ‘Where now?’

Future

This service would like to get involved in service user forums to raise issues from this angle.

They would also like to be involved in supporting carers through the process of the assessment of carers’ needs.

Summary

There are a wide variety of responses within the eight services to the issues of recognition of citizen rights and involving people in decision-making and planning processes.  This ranges from professionals deciding the which service a person will receive, (Service 1), through gaining access to services via a ‘menu model,’ (Service 7), to all people at time of referral visiting and choosing from all facilities in the district, (Service 4).

Two common themes are prominent for all of the services involved.  These are the development of non-residential options and the use of Direct Payments in the future.  It is encouraging that the development of these options is clearly linked to offering more choice and control for service users.

Two of the Independent Providers, (Services 6 and 7), identify the possible conflict between choice and control for service users or their families.  There is some concern that more control can be given to carers by services, which could result in negative experiences for people when using the services.  As identified by Service 5, ensuring compatibility of guests when booking dates is an important aspect of providing this kind of service.

All of the services have recognised the importance of supporting individual choices in the activities they can participate in while staying with short breaks services.  Service 7 has identified personal relationships and sexuality as an area of unmet need and is seeking ways of addressing this within the law and without getting into conflict with family members.

Service 6 has found it useful to have staff who reflect the ethnic backgrounds of all of their service users and Service 1 have plans to develop times of single sex provision to meet the cultural needs of some groups.

Only one of the services, (Service 3), has made reference to providing service users with access to an advocacy service.  None of the services make specific mention about providing accessible information, either now or in the future.

Supporting Carers

The Government has a clear commitment to increase the help and support carers receive from local agencies in order to fulfil their family and caring roles effectively.  This is reinforced in the White Paper and the following problems and challenges are identified:

· More and better information.

· Better assessment of their own needs.

· Improved access to support services such as … short break services (respite care) particularly for those with more severe disabilities.

· To be treated as valued partners by local agencies.

In addition, a key action identified by the Government is for local councils to pay particular attention to identifying and supporting carers aged over 70 and carers from ethnic minorities.

There is also an emphasis on examining the issues surrounding the exclusion of someone from any service and that it is unacceptable for carers to be left to cope unaided.

The following are descriptions and ideas for supporting carers from the services involved in this project.

1.  Health and Social Services (Rochdale)

This service operates a scheme to link carers so they can contact each other regarding concerns when their son or daughter are starting to use respite services.

Service providers contact parents whilst an individual is staying in respite facilities, as one way of reassuring family members.

Through the Carers’ Grant Scheme this service is producing questionnaires for carers to investigate gaps in respite provision with the intention of filling those gaps by use of Carers’ Special Grant.  This includes introducing an outreach service.

Future

This service is aiming to:

· Facilitate support groups for family members on a regular basis.

· Provide carers’ forums and events.

· Involve carers in setting standards for respite services.

2.  Social Services (Manchester)

This service sends out an annual questionnaire to families.  This asks them to express their opinions about the service that they receive.  They also send a newsletter, which informs service users and families about staff training and updates about the properties.

In addition, they have coffee mornings at the properties and staff carry out home visits every six months to maintain good links with families.

Future

They aim to have more parent/carer representation on their Quality Action Group.

3.  Social Services (Oldham)

This service offers support to carers in a variety of ways:

· Coffee mornings.

· Home visits.

· Courtesy telephone calls.

· An open door policy for parents and carers at respite facilities.

· Close links with ethnic minority workers who are encouraging families to use the short-term support services.

They feel that they have always had strong links with parents and carers as part of an on-going consultation process.  This has included providing information about changes to the short-term support service, in particular when there had to be a dramatic closure of the hostel used for short-term support.

Future

The main aim for the future is to maintain the quality of services required in the interests of parents and carers in relation to the short-term support services they receive.

4.  Social Services (Fylde & Wyre)

This service has developed positive relationships with parents and carers.   One example of this in practice is the establishment of a carers’ forum that meets every two months.  This forum discusses current issues affecting people who a disability.  To help with this they invite a guest speaker to each meeting who have addressed a range of subjects.

In addition, the service has been able to access funding through the Carers’ Grant in order to develop services in the future.  They have been able to provide holidays, parent and carers social evening, social and leisure opportunities for 20 individuals.

Future

They aim to continue development of the leisure link service.

It is hoped that some carers who attend the carers’ forum will become members of the Learning Disability Partnership Boards.

5.  Health Service (Rossendale)

This service organises consultation groups and contact by the person’s key worker prior to each admission.

They prioritise bookings according to family need and have face-to-face contact as they provide transport from home to service.

Future

They aim to further develop their admission criteria, with particular consideration to be given to carers who are over seventy years old and/or are single.

Other priorities to be focussed on in the future are working with parents who have more than one son or daughter using short breaks services and addressing carers’ health needs.

6.  Independent Provider (Salford and Oldham)

This service takes the view that support extends to the individual’s carers.  Support may be direct, (supporting an individual while carer goes out), or indirect, (providing opportunities to share information and discuss issues).

Future

The intention is to continue to invite carers to a regular forum.  Initial meetings focussed on monitoring quality but see this group as an opportunity for mutual support in the future.

7.  Independent Provider  (Stockport 1)

Supporting carers and responding to their requests remains a more prominent issue for purchasers than continuing improvement of the quality of breaks experienced by service users.

This service tries to respond to requests that are received at short notice, especially if carers have an emergency at home, but it is not always possible.

Keyworkers maintain links with families in between stays for service users.

Future

The challenge for the future is to continue to strive to achieve a balance between supporting carers and offering a quality break to individual service users.  This includes being more proactive in ensuring compatibility among guests staying at any one time.

8.  Independent Provider (Stockport 2)

This service acts as an information resource for carers.  The ‘Moving on’ scheme provides carers with respite outside of traditional times as well as a 2 – 3 night weekend break.

Future

They intend to request funding to extend the current ‘Moving on’ scheme to include more opportunities throughout the week.

Work undertaken by this short breaks service will link with the implementation of a Voucher scheme in their area.

Summary

All of the services involved in the project have expressed a commitment to increasing and improving information that they provide for carers.  A number of the services, (1, 2 and 7), seek to find out directly from carers what they specifically need through distributing questionnaires.  Unfortunately none of them have given an indication of number of responses so we are unclear as to how successful this method has been.  

One of the services has tried to use information gained from the questionnaires to obtain money available through Carers’ Grants to respond to gaps identified.  Service 4 also describes making use of Carers’ Grants to provide holidays, carers’ social evenings and leisure opportunities as a way of responding to gaps identified in services.

Most of the services, (2, 3, 4, 5 and 6), like to facilitate face-to-face information giving and sharing sessions.  They cite examples of coffee mornings, support groups for family members, carers’ forums and events.  Service 1 has the unique approach of linking carers to other carers when they start to use their services.

Only one of the services, (Service 2), sends out any kind of newsletter to inform families about what is going on within the service.  Issues covered in the newsletter include information on staff training and the properties used to provide the service.

Home visits by keyworkers as a way of exchanging information appears to be a popular approach and Service 2, 3, 5 and 7, specifically mentioned it as a regular part of the service.

Services 1 and 2 are planning to involve carers in setting quality standards in the future as a response to treating carers as valued partners.

Quality

The opinion expressed by the Government in the White Paper is that quality assurance is underdeveloped in learning disability services.  The problems and challenges specifically identified are:

· Complaint procedures are often inaccessible.

· People from minority ethnic communities are too often at the margins of services.

· Need to develop a better approach to measuring quality, which emphasises improved outcomes for people using services.

· Develop benchmarks for measuring performance through working in partnership with other agencies.

· People with learning disabilities should be able to lead lives safe from harm and abuse.

· Put the needs and wishes of the person using the service at the centre of the quality assurance systems.

The short-term support services involved in this project described their approaches to assessing quality of their services in the following ways.

1.  Health and Social Services (Rochdale)

Quality is maintained in the following ways:

· NVQ training for all staff.

· A commitment to ensure that all staff have adequate knowledge.

· Care plan updates on a regular basis.

· Team reviews on a regular basis.

· Re-assessments using ‘Respite matrix system’ on a regular basis, (at least every two years).

· Implementation of Best Value.

· Compliance with Registration and Inspection standards.

Future

This service is undertaking work to develop ways to involve service user groups to set standards and carry out regular evaluations of service provision. 

2.  Social Services (Manchester)

This service offers a person centred approach regardless of the individual’s level of disability.

To achieve this they are supporting all staff to gain NVQ Level 2 and use Best Value as a guide.

Future

They are aiming to introduce a new profile form for service users, which will be more concise and cover every need.

In addition, they are working on having manual handling assessments, risk assessments and any other relevant assessments that will ensure a quality service for service users.

3.  Social Services (Oldham)

There is a commitment in this area to support staff to achieve NVQ Level 3.

This short-term support service is also committed to a person centred approach regardless of disability.  This includes people who have Autism, physical and complex disabilities and those who present challenging behaviours.

Future

They are involved in work to develop new profiles for guests and have set a target of having a person centred plan for every individual who receives short-term support by 2005.

The person centred plan takes time as it is intended to be a thorough document, aiming to cover issues relevant to each individual in relation to their needs and wants.

4.  Social Services (Fylde and Wyre)

Parents and carers regularly monitor the standards and quality of the service via interviews, postal surveys, complaints and compliments.

Carers are also involved in the recruitment and selection of staff and have also been involved with the induction and training of new staff.

The service has completed its Charter Mark Award application and has been selected for fast tracking.

All staff have been registered to work towards gaining NVQ awards.

Future

The service is exploring ways to implement the new Learning Disability Awards Framework (LDAF).

They will also be undertaking a review of standards and monitoring procedures.

5.  Health Service (Rossendale)

This service has identified the following ways to monitor quality:

· Client evaluation questionnaire.

· Information booklet.

· Published standards.

· Charter Mark Award.

· Investor in People Award.

· Open days.

· Three monthly quality meetings.

· Meetings with Clinical Governance Officer.

Future

The aim for this service is to continue to develop all of the approaches listed above.

6.  Independent Provider (Salford and Oldham)

This service using the following ways to monitor quality:

· Quality audit visits.

· Quality audit questionnaires.

· Anonymous questionnaires.

· Registration and Inspection visits.

· Feedback from purchasers, (formal and informal).

· Feedback from student placements.

There is some concern that these are not sophisticated enough to really explore what quality means to people supported by the service.  There is a feeling that individual service users and their carers are not critical enough in their feedback.  They would like to see the development of a comprehensive quality monitoring system, which involves individuals using the service and their carers.  At present there seems to be a feeling that purchasers rely on “bed occupancy rates” as the measure of quality.  Such a measure also means that using resources flexibly is not possible, as the priority becomes to fill beds rather than meeting needs in other ways.

Future

This service is aiming to involve carers and individual service users in a more focussed examination of quality and what it means to them.  They have had some preliminary discussions with carers and service users and plan to carry on with a series of meetings in the future.

They have a commitment to ensure that all members of staff complete NVQ Level 3.

7.  Independent Provider (Stockport 1)

This service currently uses PQASSO model to assess the quality of the services they provide.  This is an internal system that involves all members of staff.

They also use the following methods:

· Registration and Inspection.

· Service user surveys using questionnaires.

· Feedback from families through keyworker visits.

· Involvement of carers and families in Sub-committees, which undertake tasks on behalf of the Executive Board.

· Feedback from student placements.

· Benchmarking against standards in other industries.  This has included purchasing customer care training provided by the Tourist Information Board for hotel and guesthouse staff.

Future

This service is engaged in a continual search to involve service users more in valued ways and avoid gestures that could be viewed as tokenistic.   This includes searching for ways to make the processes accessible to all, regardless of levels of disability.

They also intend to find ways to extend involvement in Sub-committees to service users as well as their family members and carers.

8.  Independent Provider (Stockport 2)

Positive evaluations and feedback have been received regarding the current format of service provided from carers and service users.  Those receiving the service have generally requested more of the same.

Future

This service aims to further develop the scheme to offer a greater choice of accessibility and also to offer choice to other service user groups in the area.  

They feel that they also have to try and ensure that the positive aspects of the service are maintained and not compromised in the long term.

Summary

The services involved in this project appear to be out of synch with the authors of the White Paper on the issue of Quality.  Whereas the White Paper focuses on issues of complaint procedures, outcome measurements, Benchmarking and putting needs and wishes of people using the services at the centre of Quality Assurance systems, the services put more emphasis on staff training, Best Value exercises and external inspection.  However, all services wish to further develop Person Centred Planning. 

Other Issues, Future Developments and Recommendations

1.  Health and Social Services (Rochdale)

The outstanding issues for this service that require further work in the future are:

· Identify needs that are still unmet.

· Provide more beds to be used by respite services.

· Increase capacity to provide emergency respite placements.

· Increase capacity to provide medium-term placements.

· Research alternative respite provision – outreach within mainstream services, single sex service, culturally appropriate services.

2.  Social Services (Manchester)

Ideas for future developments are:

· Add new property to services to facilitate providing more respite.

· Enable more people with physical complex needs to receive a service.

· Develop single sex respite weeks to encourage use of respite services by women from ethnic minority groups.

An issue for this service to try and resolve is the way contributions are taken from families towards the charging policy of the Local Authority.  This is currently paid directly to staff ‘at the door’ of the respite service.  This can be detrimental to the relationship between staff and families.  They would prefer invoicing and payment to be done via Town Hall staff.

3.  Social Services (Oldham)

This service is focussed on developing their short-term support service by the opening of “Willow Travel Lodge.”  They are currently seeking advice in relation to the building and Social Services becoming registered with the Tourist and Information Board.  

This will encourage staff, service users and families to perceive the function of the building to be run along the lines of a Travel Lodge.  In turn, this will help to achieve the aim of providing support and accommodation to guests within a ‘holiday lodge’ rather than a Local Authority provision.

4.  Social Services (Fylde and Wyre)

This service have identified the following areas in which to develop services:

· A range of information in various formats that are user friendly.

· Utilise information technology to provide a web site with on-line booking system.

· Better joint working arrangements with Health and private sector services.

· Review and improve consultation processes and carers involvement.

5.  Health Service (Rossendale)

The priorities for this service are:

· To make sure that specialist equipment is available when required to meet the identified needs for an individual.

· To encourage and support staff in achieving qualifications.

6.  Independent Provider (Salford and Oldham)

Based on the opportunity to share ideas with others and their own experiences this service feels its next steps are to:

· Develop more accessible information for people supported by services, e.g. brochures about what the service can offer, how to complain if it does not get things right for you.

· Increase understanding of how short-term support fits in with the complexity of people’s lives and look at how planning with people can help to ensure people’s lives make sense to them.

· Address the issues around quality and how people are involved in a meaningful way in the measuring of this for themselves.

7.  Independent Provider (Stockport 1)

This service is working on the following future developments:

· Acquiring a real guesthouse to replace one of the current residential services.

· Making more links with other services in this country and abroad to widen the involvement in property exchanges as part of holidays provided.

· More service user involvement with making bookings and holidays.  Offering holidays to people living in supported tenancies as well as those having a short break from the family home may help to extend this.

· Web site.

8.  Independent Provider (Stockport 2)

This service still has on-going issues regarding access to carers’ assessments.

Moving Short Term Support Services Forward and Meeting the Challenges in ‘Valuing People’

No matter how much each of us have developed our own services, there are nuggets of ideas in these reports that encourage us to think about something new or a familiar issue in a different way and set off to explore these to see how they can develop and contribute to improving our own services.

Models of Services

Some of the services refer to themselves as providing short-term support, short breaks or respite care.  This much variation amongst service providers will undoubtedly lead to confusion amongst service purchasers and families accessing the services.  There needs to be a clear debate between service providers and a consensus agreement arrived at about the fundamental basis for the provision of these services across the region.  The northwest region could take a lead role on this nationally if we can sort out a regional agreement on mission statements (or aims and objectives).

Despite the increasing discussion over the last fifteen years about having alternatives to ‘respite units’ there continues to be a general reliance on buildings based services to provide short breaks away from home for people who have a learning disability.  There is not one reference to the option of support being provided at home for the person while the rest of the family is away.  Is this model still so unusual that it does not merit any mention?

There are also wide variations on how it is decided how much funding/access to services each person receives.  We need to decide if it is right and proper that local variations have evolved to meet the needs of local people or whether it would be better to have a standardised approach applied in every area.  Further learning on Rochdale’s unique matrix system may help our understanding of the way forward on this matter.

Health Issues

The main issue for all services seems to be developing an agreed response to occasions when service users become ill or arrive in an unhealthy state.  The need appears to be to have a consistent response that is fair to the service user who is ill and his/her family and does not put other service users or staff at risk.

There appears to be the need for service providers to agree a standard approach that can be applied in all geographical areas.

All providers of this type of service should also be considering how they are going to promote healthy lifestyles with service users and contribute to Health Action Plans.

Transition

Given all of the progress that has been made in services over the years and the amount of time, thought, energy and effort that has gone into the issue of transition, it is incomprehensible that there are still practical problems being experienced in every area and that there are great variations in approaches to transition.  We need practical solutions to make this time a positive experience for every person in every part of the region.

We need a model of good practice that can be studied and replicated in every area.

Choice and Control

The emerging issue and one that looks set to gather pace over time is the adjustment of short-term support services to take on board the implications of Direct Payments and Voucher Payment schemes.

This issue also brings us back to the fundamental themes of ‘Who is this type of service for?’ and ‘Whose needs are/should be addressed?’  There is still no consensus response to these key questions.

Supporting Carers

All services need to review how and what information they provide for parents and other family members or carers.

However, we are also brought back to the underlying theme in a lot of the issues relating to short-term support services.  ‘How do we respond if there is a conflict between the wishes of a parent/carer and the needs of a service user?’

Quality

To come in line with the requirements of the White Paper, Valuing People all services in the northwest need to think in terms of their complaints procedure, outcome measurements benchmarking and putting the needs and wishes of people using the services, (Person Centred Planning), at the centre of Quality Assurance systems.

These main issues, and others, indicate that there is still plenty of work to be done despite progress that has been made to date.  This forms a substantial agenda and body of work for services and families to work together in partnership to seek solutions to these problems and continue to improve short-term support services in the northwest region.  This task can be taken on by the Short-term Support Network.

If you are interested in participating or receiving further information please contact:

NWTDT  Office
Globe Centre
Phase 3
St. James Square
Accrington
Lancashire BB5 0RE
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